Introduction
Who are gay and lesbian seniors in Canada and what are their experiences of accessing health and social services? What are the experiences of caregivers who provide unpaid support to gay and lesbian seniors? How are gay and lesbian seniors perceived by health care and social service providers and are there any institutional supports for gay and lesbian seniors in the health and social service system? To date, it has been difficult to answer these questions because we know so little about gay and lesbian seniors themselves -their histories, realities and experiences of care. The absence of information about the health and health care needs of gay and lesbian seniors and their caregivers stems largely from a lack of exposure to their realities in the health care system. This is so for a variety of reasons including a lack of interest on the part of health and social service institutions to consider their specific needs and a general mistrust of health care professionals and systems on the part of gay and lesbian seniors themselves. Gay and lesbian people of all ages, (but particularly those who are now 60 years of age and older and who lived their young adult lives at a time of great hostility towards gay and lesbian people), have experienced a variety of discriminatory attitudes and practices in the health care system which have contributed to their reluctance to reveal their identities, voice their concerns to health care practitioners and use health care services. What results is a lack of recognition of gay and lesbian seniors and their caregivers and a system that is unprepared to address their unique needs and realities.
To explore these and other issues related to access and equity in health service delivery for gay and lesbian seniors, 90 interviews with gays and lesbian seniors, their caregivers and service delivery providers were conducted in three regions across Canada (Quebec, Nova Scotia, and British Columbia) 
Study Goals
In undertaking this research, the research team and its community partners hoped not only to contribute much needed information on the experiences and realities of gay and lesbian seniors across Canada to professionals and institutions but also to begin a process of advocating for changes to the way these experiences and realities are responded to by both mainstream public sector homecare service organizations and gay and lesbian community organizations. To this end, the research process involved the development of relationships and partnerships with multiple health organizations, public health policy bodies, caregiver groups, seniors organizations and gay and lesbian organizations across the country. Through these partnerships, we created possibilities to both encourage dialogue and develop links between activists, health care professionals, researchers and systems. Our partners played a major role in guiding the research and developing change strategies from within their local context. The work is ongoing and will continue well past the end of the research process through the development of training modules, outreach programs, and advocacy.
Major Findings
Many gay and lesbian seniors have experienced homophobia and heterosexism throughout their lifetime and this often limits their ability and willingness to access health services and advocate for their needs in a time of increased dependency on external supports. Although many seniors experience challenges in this area, the added obstacles of being a member of a highly invisible and hidden population adds to the complexity of issues faced by these seniors. Service providers mostly showed a positive intent towards all of "I went to the same doctor for over 20 years and it was a male doctor and my partner also went to that doctor and that doctor was so utterly clueless. He never asked a question and I never volunteered. their clients, and expressed their desire to treat everyone "the same", but their lack of awareness and willingness to openly address issues of identity and sexuality limited their abilities to provide a strong system of support to gay and lesbian seniors. More detailed explanations of these findings are explored under the following three major themes: identity, discrimination, and service use.
Identity
Stories shared about identity, coming out, being out and negotiating this process were rich and detailed. The prevalent theme throughout all our interviews was "Don't ask-Don't tell". Seniors stated that they would come out to someone if asked but would otherwise not offer up information. Many seniors stated that they simply assumed people knew by their friendship circle, activities or family status. Most expressed that being in a partnership made their identity visible to others. There was an overall passive status toward coming out in face of the health care system. Many seniors spoke of never telling their doctor unless the doctor asked, and that they felt they couldn't or didn't want to say anything on their own.
It was interesting that from the perspective of service providers there was wide variety of responses on how to handle the "don't ask-don't tell" reality. Some, mostly gay and lesbian professionals, talked of the importance of setting the climate and building trust in order to facilitate asking about an older person's sexual orientation. Being out themselves was also perceived as making this process easier. Several heterosexual professionals reinforced the notion of "privacy" as acceptable by stating that they wouldn't ask in order to spare people's feelings, or to make them more comfortable. Those that did state that finding out was important discussed it in terms of "getting to know the person" rather than from a position of understanding the impact of being out on care plans or reducing invisibility. Most service providers told us that knowing would not alter their care planning except perhaps with respect to homemaking services or placement. Wouldn't necessarily want anyone coming around that he didn't know because then you sort of, I think, sometimes they judge him. And he didn't really like that, you know." Caregiver, Vancouver
Many seniors expressed that being gay or lesbian was a private matter not to be shared for various reasons; seeing sexual orientation as just a part of one's life, not being relevant to the encounter, to protect the feelings and experiences of loved ones, or to provide safety. Coming out was seen as important for various reasons including improving the relationship with one's health care provider, improving service delivery, or including one's partner in the decision making process. Several politically active people or people involved in the community articulated the necessity of being out for positive self esteem and to demand appropriate and supportive care. This variety of approaches to identity negotiation is important to situate within the historical context in which these individuals lived. Many constructed their identities prior to the era of gay liberation and never embraced the labels "gay" or "lesbian" as a result.
Many seniors spoke of the release of getting older and not caring about who knows now that they are past working age, thus confirming that hiding one's identity to reduce or avoid discrimination in the workplace was a common aspect of people's lived realities. Independence and autonomy were important aspects of older people's identity. This was expressed as a reluctance to rely on others, or seeing oneself as healthy despite obvious and sometimes severe health problems.
Discrimination
The category of discrimination is a broad category which encompasses a wide variety of issues. Our participants' perspectives are quite diverse and affirm that discrimination exists on a continuum from invisibility and ignorance to systemic forms of prejudice, exclusion and hatred. All cohorts discussed the relevance of historical discrimination in the lives of gay and lesbian seniors as they age. There was a distinction made between societal forms of discrimination and discrimination within the health and social service system. It was noted that the terms homophobia and heterosexism were rarely used in participants' discourse although many stories were shared which could be categorized as such.
"Yeah, there are other things that gay or lesbian community organizations could do, short of it being a nursing home, there's still other things that we could do to be of help to more gay and lesbian folks." Senior, Halifax "Sure I think it's important that they know [I am a lesbian] but anybody that you're talking to, you want some help from, then they need to know you're gay or lesbian. … Otherwise, they kind of assume you are [straight]… health care workers … need to be trained and, I presume they are trained, to … take it for granted that lesbians and gays and just part of the groups of people, take it for granted there will be a good number of lesbians and gays." Senior, Vancouver "And I think that to have to go to a care facility and to be a lesbian … could be a really, really difficult situation… there's a great need to have care facilities … where they can be with people who understand their lifestyle and who are not shocked or betrayed, and to be staffed by people who are sensitive to the needs of the people, give them as much freedom and pleasure and enjoyment and as decent a life as they can have." Senior, Vancouver
There were many stories shared by elders about the difficulty of being out as a gay man or lesbian in the years prior to the gay liberation era. People spoke of the reality of losing jobs, lack of family support, threat of violence, arrest and marginalization. In contrast, most elders spoke quite positively about their current lives, indicating that they experienced less frequent discrimination in their lives at the present time, this including their interactions with the health care system. They also acknowledged that although certain legal freedoms have been won, there continues to be a sense of lack of safety in society generally.
Within health services, many elders felt that their relationships with care providers were good although some elders did tell stories of discrimination in the context of homecare services. Invisibility and isolation was the most commonly expressed difficulty that elders faced in relation to the health and social service system and in their social worlds general. Caregivers reaffirmed the diversity of experiences and expectations. Several caregivers spoke of the relevance of having a supportive health care provider particularly when that person is providing care in the home and with respect to residential care. One participant spoke specifically of invisibility experienced within caregiver support services and the isolation felt because of a lack of identification of children caring for a gay or lesbian parent. There was also some discussion about the lack of acknowledgement of the caregiver in health settings.
In general all health and social service providers seemed aware of the existence of gay and lesbian seniors, remarking on the historic experience of discrimination that these people must have encountered. Some of them, though, were not able to make the transition from social stigma and discrimination to discrimination in the health and social service system. This was evident in some of the interviews with heterosexual service providers particularly. Service providers who were themselves gay or lesbian had a very rich and deep analysis of discrimination against gay and lesbian seniors and remarked particularly about issues of invisibility and isolation as well as the impact of poverty. These service providers were more likely to describe very difficult and painful stories in a way not exhibited in the seniors' stories. Although everyone recognized the issues and "I think you already have to have respect for the people, because the whole locus of control is different in the community than in the hospital. You're entering on a client's turf when you go to their home, and they've got the power to tell you to get lost, if they want to. It's not like in the hospital, that you have them somewhat captive. And so I think just by that very nature of working in the community, if you're working in the community you have to develop that kind of respect or else you won't succeed with clients. And that seems to me more what is successful with any client is respect for the choices they've made that you don't agree with, but they're still going to make those choices and they may make lifestyle choices that you don't agree with or even that are high risk, but still maintaining a relationship in spite of those perhaps differences. So I think that kind of attitude comes from working in the community. And I think that that works with all kinds of people, whether they're gay, lesbian, or elderly, or thieves or drug users or prostitutes." Service Provider, Vancouver current social climate, most service providers stated that they did not have clients they could identify as gay or lesbian. This exemplifies the real invisibility of gay and lesbian seniors in the health care system. Service providers also stated that they had had no training on the issue. Most gay and lesbian service providers were relying on their own experience and knowledge when they discussed their perception of issues. Gay and lesbian service providers also spoke of their own experiences of discrimination in the workplace and the role they played to agitate and inform other colleagues. Heterosexual service providers would often conflate issues of sexuality generally with their perceptions on the role of discrimination in the lives of gay and lesbian seniors. In other words, they would state that the real problem is that no-one talks about sexuality in eldercare, thereby rendering irrelevant other aspects of gay/lesbian identity and experience. Many service providers stated that the sexual orientation of older clients was irrelevant to their care plans. The exception to this was some recognition of the need to reduce potential stigma in homecare or residential placements. Although service providers seemed to be supportive of all clients regardless of their differences, a few used this discourse of "sameness" to thinly conceal homophobic attitudes. Overall, service providers acknowledged the need to address issues tailored to the experiences of gay and lesbian seniors, yet maintained an attitude that no specific mandate or special training is needed to do so. This contradiction leads to a "status quo" situation in which gay and lesbian seniors' issues and realities are virtually ignored in the health and social service system.
Service Use
Gay and lesbian seniors interviewed for the current study indicated that they have many of the same concerns that their heterosexual peers face in relation to community care services. They expressed a desire to maintain their independence and autonomy, a reluctance to leave their home if and when they need more intensive care and an interest in finding someone to assist with chores around the house in order to respond to activity limitations. Where their talk is unique to the gay and lesbian experience is the emphasis on a desire to live in a retirement home or "What happens with gay and lesbian people is…it's important when you don't know…It's when you don't know that you are complicit in that oppression and you fail to see who they are and the huge piece of their life." Service Provider, Halifax "If the system is not accustomed to dealing with problems, they themselves are lacking experience to ask the right questions or to respond to the needs." Service Provider, Montreal "[A client's sexual orientation is] important to me, it helps me provide better care" Service Provider, Vancouver community that is specifically designed to address the needs of the gay and lesbian population and a corresponding fear or mistrust of mainstream residential settings. They also expressed a desire to live in a more positive environment that openly affirms their identities as gays and lesbians.
Conclusions
The results of this study have provided a much clearer picture of the lives and experiences of gay and lesbian seniors living near urban centres in Canada. Their voices have made apparent that their health and social service needs are not being adequately met by the formal and community support structures currently in place. The experiences of those living in rural areas have not been included here and this is an important area for further investigation. The legitimate fears that gay and lesbian seniors have about the homophobia and heterosexism they face in seeking health and social services prevent many of them from receiving the care and support that they need. Caregivers reinforce this perspective and also point to the invisibility they experience in both the mainstream health and social service sector as well as within caregiver organizations. Service providers and other health and homecare workers need to be educated to work against these forms of discrimination in order to improve the delivery of services to this population. A list of suggested interventions for agencies and community groups interested in supporting this work is included at the end of this document.
Although there have been recent changes improving the rights and treatment of gays and lesbians in Canada, the historical discrimination and invisibility faced by gay and lesbian seniors have placed them at high risk when they need to access the health and social service system. In order to better meet the needs of this group of aging Canadians, we must take action to change and improve outreach, policy, and practice. Many questions have been answered by this project, but more research is needed. We hope that this project provides a strong foundation to other community projects interested in expanding knowledge about and improved services to gay and lesbian seniors in Canada.
WHAT WE LEARNED: AT A GLANCE… THEME I: IDENTITY
• The prevalent theme throughout all interviews with all cohorts was "Don't askDon't tell": an overall passive status toward coming out in face of the health care system. • Many service providers used the notion of "respecting privacy" as reason for not discussing issues related to sexual orientation within client care plans.
• Many seniors expressed that being gay or lesbian was a private matter and they would only discuss it if it was relevant to their medical treatment. The exception was individuals who had a history of activism who felt it was essential to come out in order to reduce the invisibility of gays and lesbians.
• Most service providers said that knowing would not alter their care planning for that particular client and asserted the concept of treating all their clients "the same" regardless of their background.
THEME II: DISCRIMINATION
• Incidences of discrimination fell on a continuum from invisibility and ignorance to systemic forms of prejudice, exclusion and hatred.
• All cohorts discussed the relevance and impacts of historical discrimination in the lives of gay and lesbian seniors as they age.
• Some service providers did not connect social stigma and discrimination to discrimination in the health and social service system. • Most service providers did not have clients they could identify as gay or lesbian.
• Many service providers stated that since no clients are identified, there are no "problems" and therefore no need to alter existing services. "If it ain't broke, don't fix it".
• Most service providers did not have any training on the issues facing gay and lesbian seniors as they age. Moreover, many felt that training was unnecessary.
• Heterosexual service providers would often conflate issues of sexuality generally with analysis of discrimination against gay and lesbian seniors.
• There was some recognition from all cohorts of the need to reduce potential stigma in homecare or residential placements.
THEME III: SERVICE USE
• Adult day care programs helped keep the senior connected to a sense of community and alleviate the pressure on informal caregivers.
• Unpaid support was, with a few exceptions, regularly provided and accessible due to a close network of friends and neighbours.
• Seniors spoke of the importance of having support systems that validated their gay and lesbian experiences.
• Many seniors had a desire to live in a retirement community or have homemaking services that are sensitive to the needs of the gay and lesbian population.
• Seniors had a fear or distrust of the heterosexist institutional setting.
COHORT I: SENIORS
• Historical discrimination was a recurring theme: losing jobs, lack of family support, threat of violence, arrest and marginalization.
• Invisibility and isolation were the most commonly expressed difficulties.
• Issues regarding identity were described as complex and sometimes painful.
• Coming out was generally a positive self-affirming experience which reduced negative feelings when confronted with discrimination. This was connected to the release of getting older and not caring anymore about who knows.
• Most spoke positively about their current lives indicating very little discrimination in their lives at present, including their interactions with the health care system, although this must be read with some caution since seniors do not want to express criticism for fear of reprisals.
• While it was acknowledged that legal freedoms have been won, there continues to be a sense of lack of safety in society generally.
• Many had a close circle of "chosen family" created to fill the support gaps caused by lack of connection to their families of origin due to homophobia.
• Ageism in their lives was a concern and resulted in feeling invisible; being ignored or ostracized by society generally and in the gay and lesbian community.
• Most seniors expressed a need for specialized services for gay and lesbian seniors, particularly with reference to issues such as homecare or residential care services.
COHORT II: SERVICE PROVIDERS
• Most service providers seemed aware of gay and lesbian seniors in a general sense, remarking on the historic experience of discrimination but some were not able to make the connection between social stigma and discrimination to discrimination in the health and social service system. • Gay or lesbian service providers and those with an anti-discrimination framework had a very rich and deep analysis of discrimination against gay and lesbian seniors and remarked particularly about issues of invisibility and isolation.
• Many service providers stated that the sexual orientation of elder clients was irrelevant to their care plans. The exception to this was some recognition of the need to reduce potential stigma in homecare or residential placements.
COHORT III: CARE GIVERS
• Caregivers addressed the importance of having a supportive health care provider particularly when that person is providing care in the home or residential care.
• Invisibility and isolation within caregiver support services was a concern, particularly with respect to lack of identification of children caring for a gay or lesbian parent.
• Caregivers expressed a general lack of acknowledgement of the caregiver in health settings.
REGION I: VANCOUVER
• There was a wide array of understandings and experiences of working with gay and lesbian seniors by service providers in Vancouver -ranging from the most homophobic in the study to several service providers who were very inclusive of gay and lesbian issues in their practice.
• Seniors and caregivers reported a larger level of gay and lesbian community engagement and involvement.
REGION II: MONTREAL
• Seniors reported a very limited connection to and involvement with gay communities.
• Most seniors and caregivers reported positive experiences with and perceptions of health and social services currently.
• Many seniors talked about moving to Montreal specifically to escape homophobia in other regions of North America.
• Most seniors and their caregivers spoke of an interest in having services tailored to the needs and experiences of gay and lesbian seniors.
• Service providers in Montreal had more education and awareness about gay and lesbian issues than their peers in the other cities.
REGION III: HALIFAX
• There was a much more limited understanding by service providers in Nova Scotia about the needs and experiences of gay and lesbian seniors.
• The impacts of living in small, fairly homogeneous communities with a strong emphasis on family contributed to the invisibility of gays and lesbians in this region.
• Issues that complicated seniors' relationship to service providers and agencies, such as race and poverty, were evident in this region.
Recommendations
Put "A. S.T.O.P.P." to institutionalized homophobia and heterosexism through: We developed a three-year participatory qualitative research program in order to uncover the multiple experiences of care, which emerge in service access and delivery with gay and lesbian seniors and their caregivers. Open-ended qualitative interviews were conducted with 90 participants. Issues of sampling were particularly challenging as they are in most studies on gay and lesbian health generally. The stigmatization experienced by gay men and lesbians seriously limits the possibility of conducting research with samples that are representative of their real diversity because of people's fear of coming out in order to participate, and general invisibility within health services and gay and lesbian communities. This issue is even more resounding when considering gay and lesbian seniors (60+) who are much more invisible in mainstream health and gay and lesbian community settings. This issue of invisibility has resulted in several problematic areas of recruitment. While we are well represented with respect to gender diversity it has been harder to ensure other aspects of internal sociodemographic diversity (such as class, ethnicity and race) and this was only achieved to a minor extent.
On the whole, collaboration with partners from a variety of sectors greatly facilitated participant recruitment. For example, homecare and health care partners supported the recruitment of health care and social service providers and, at times, elderly gay or lesbian clients. Gay and lesbian community organizations supported the recruitment of elders and caregivers as well as gay and lesbian-identified health care and social service providers working in the health care system. Most referrals of seniors came from the gay and lesbian service sector or informal networks of individuals active in their respective cities. Snowball sampling strategies have been used throughout with participants often referring others for participation in the study. Documentation on the study was developed for each city and distributed to local organizations, at meetings, through the mail and in several community newspapers over the course of the study.
Individual interviews were conducted in the interpretive tradition, with open ended questions on the relevant themes. Interview guides were developed for each cohort. We tried to focus on understanding the realities of gay and lesbian seniors, how they perceived themselves, the expressed needs for psychosocial, health and housing services and past/current patterns of service use in the lives of gay and lesbian seniors, (those people with chronic conditions that have resulted in a loss of autonomy such that they are currently using or anticipate using health care services) and their unpaid friend, partner, or family caregivers. For the service providers, the interview guides included questions to explore their work lives, experiences of providing care to gay and lesbian seniors and their families, notions of needs, their understanding of issues facing gay and lesbian seniors and the impact of these understandings on care. In addition, workers' perceptions about the role of the structure of the health care system in determining access and service delivery to these populations are addressed.
